This guideline is the basis of QS169.
Ov Overview erview
This guideline covers the developmental follow-up of babies, children and young people under 18 years who were born preterm (before 37+0 weeks of pregnancy). It explains the risk of different developmental problems and disorders, and specifies what extra assessments and support children born preterm might need during their growth and development.
Who is it for?
Healthcare professionals
Education services
Social care services
Commissioners and providers
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Recommendations Recommendations
People have the right to be involved in discussions and make informed decisions about their care, as described in your care.
Making decisions using NICE guidelines explains how we use words to show the strength (or certainty) of our recommendations, and has information about prescribing medicines (including off-label use), professional guidelines, standards and laws (including on consent and mental capacity), and safeguarding.
Information and support for parents and carers of all preterm babies
Pro Providing information and support viding information and support 1.1.1 Be aware that the majority of children and young people born preterm have a good developmental outcome and good quality of life.
1.1.2
Provide information about the risk and prevalence of developmental problems and disorders in babies born preterm (see section 1.2) to parents or carers, and offer to discuss this with them.
1.1.3
Provide information to parents or carers of preterm babies that is tailored to their individual circumstances, taking into account: their child's potential developmental needs their level of education any social care needs they have any cultural, spiritual or religious beliefs the need for consistency in information sharing among healthcare professionals. 1.1.4 Follow the principles in the NICE guideline on patient experience in NHS services in relation to communication (including different formats and languages), information, shared decision-making and continuity of care.
1.1.5
Provide emotional and psychological support to parents or carers of preterm babies as needed, recognising the significant potential impact of having a preterm baby on all the family. Times when support may be particularly valuable
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include:
when the baby is transferred between units or hospitals leading up to and on discharge home. Start discharge planning as soon as possible after the birth of a preterm baby, and involve parents or carers at all stages.
1.1.8
Before discharging a preterm baby:
agree a discharge plan with the parents or carers ensure that the discharge plan includes clear information about any antenatal and perinatal risk factors for developmental problems and disorders (see section 1.2)
share the written discharge plan with parents or carers and with primary and secondary healthcare teams.
1.1.9
Help parents or carers to gain the knowledge, skills and confidence they need to look after their baby at home and to support the baby's developmental needs, taking into account that they are likely to be anxious about caring for their baby after discharge. This may relate to: interaction with the baby managing feeding patterns of sleeping physical positioning of the baby, including safe sleeping impact on day-to-day living, such as social isolation because of fear of infection.
1.1.10 Involve the social support networks (which may include partners, grandparents
Developmental follow-up of children and young people born preterm (NG72) or other family members) of parents or carers of a baby born preterm when planning discharge and during follow-up.
Information befor
Information before discharge about ongoing support and follow-up e discharge about ongoing support and follow-up 1.1.11 Inform parents or carers of all preterm babies about the routine postnatal care and support available, as described in the NICE guideline on postnatal care up to 8 weeks after birth.
1.1.12 Explain to parents and carers of preterm babies about:
universal services and national recommendations for assessing the development of all children through screening (for example, newborn hearing screening) and surveillance (including social, emotional, behavioural and language development) [1] and and whether their baby will also be offered enhanced developmental support and surveillance (see section 1.3) and plans for follow-up.
1.1.13 Explain to parents or carers that their child's developmental (corrected) age, which is calculated from their original due date (and not the date they were born), will be used for the first 2 years when assessing their functional and developmental skills (such as walking and talking). Be aware that there is an increased prevalence of developmental coordination disorder in children born preterm compared with the general population.
L Learning disability (intellectual disability) earning disability (intellectual disability) 1.2.6 Be aware that children born preterm are at increased risk of learning disability (intellectual disability), and that:
the following are independent risk factors: Special educational needs and educational attainment Special educational needs and educational attainment 1.2.7 Be aware that children born preterm are at increased risk of having special educational needs, and that the following are independent risk factors:
brain lesions detected by ultrasound male sex. 
Enhanced developmental support and surveillance
Criteria for enhanced de Criteria for enhanced dev velopmental support and surv elopmental support and surveillance up to 2 eillance up to 2 y years ears ( (corrected age corrected age) ) For all children born preterm who are having enhanced developmental surveillance, provide as a minimum:
2 face-to-face follow-up visits in the first year that focus on development, at the following corrected ages:
between 3 and 5 months and and by 12 months and and a detailed face-to-face developmental assessment at 2 years (corrected age) (see recommendation 1.3.11).
Developmental follow-up of children and young people born preterm (NG72) See also the NICE guideline on cerebral palsy in under 25s: assessment and management.
1.3.10 For guidance on recognising signs and symptoms of possible autism spectrum disorder, see the NICE guideline on autism spectrum disorder in under 19s: recognition, referral and diagnosis.
De Dev velopmental assessment at 2 elopmental assessment at 2 y years ( ears (corrected age corrected age) ) 1.3.11 Provide a face-to-face developmental assessment at 2 years (corrected age) for children born preterm who are having enhanced developmental surveillance.
This assessment should include as a minimum:
all aspects listed in recommendation 1.3.7 using the Parent Report of Children's Abilities -Revised (PARCA-R) to identify if the child is at risk of global developmental delay, learning disability (intellectual disability) or language problems:
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1.3.12 After the developmental assessment at 2 years (corrected age):
advise parents or carers of all children that their child should continue to be followed up by universal screening and surveillance services for all children and young people [1] and and advise parents or carers of children born before 28 +0 weeks' gestation that their child will also be offered a further developmental assessment at 4 years (uncorrected age). 
Scales of Intelligence 4th Edition (WPPSI) test
GMFCS score if cerebral palsy has been diagnosed ensuring that the child has been offered orthoptic vision screening as recommended by the National Screening Committee.
1.3.14 After the 4-year assessment, provide a comprehensive summary of the child's strengths and difficulties, including any developmental problems and disorders, that:
is in a format that is accessible to parents and carers if needed, informs the development of a plan for intervention and support, including educational support should be shared with the neonatal consultant.
Information sharing and referr Information sharing and referral al 1.3.15 If findings at any stage of developmental surveillance, including the assessments at 2 years (corrected age) and 4 years (uncorrected age) (see recommendations 1.3.11 and 1.3.13), suggest any developmental problems or disorders:
share information with:
parents or carers primary and secondary healthcare teams refer the child to an appropriate local pathway for further assessment ask parents or carers for permission to share the information with:
education services social care services as appropriate.
Later presentation of learning or beha Later presentation of learning or behaviour vioural problems al problems 1.3.16 Primary and secondary education professionals should be aware that:
preterm birth may be a factor in learning or behavioural problems these problems can emerge at any point during a child or young person's education at the assessment at 2 years (corrected age) (see recommendation 1.3.11):
diagnosis of cerebral palsy GMFCS score if cerebral palsy is present PARCA-R score epilepsy that is currently being treated impairments of hearing, vision, speech and language, and motor skills [2] at the assessment at 4 years (uncorrected age) (see recommendation 1. wide basis, to allow educational outcomes at 11 years to be linked to neonatal information.
Terms used in this guideline
De Dev velopmental problems and disorders elopmental problems and disorders
A group of problems that become apparent during child development and often occur together.
They are characterised by impairments of personal, social, academic or occupational functioning, ranging from very specific limitations to global impairments of social skills or cognition, as measured by parent or teacher reports and surveillance tools. The term 'disorder' applies if the condition is severe, persistent and pervasive enough to meet the criteria for a disorder in the International statistical classification of diseases and related health problems (ICD) or the Diagnostic and statistical manual of mental disorders (DSM).
Enhanced de Enhanced dev velopmental support elopmental support
Additional advice and interventions with skilled professionals for children and young people born preterm and their parents and carers. The aim is to support them after discharge from hospital, respond to their concerns, and reduce the impact of any developmental problems and disorders.
Enhanced de Enhanced dev velopmental surv elopmental surveillance eillance Active monitoring of a child's development, at set times and using specific tools, to detect developmental problems and disorders.
Ex Executiv ecutive function e function
Executive functions are a set of inter-related cognitive processes that are used to organise and regulate thoughts and actions. These processes are important for guiding learning and behaviour, and comprise skills such as inhibition, impulse control, emotional control, working memory, cognitive flexibility and planning.
L Learning disability (Intellectual disability) earning disability (Intellectual disability)
Learning disability (intellectual disability) is characterised by deficits in general cognitive abilities (such as reasoning and abstract thinking) and impairment of adaptive function that affects several aspects of daily life. In the ICD-10 this is defined as an IQ score more than 2 standard deviations below the mean.
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5. De Dev velop an action plan elop an action plan, with the steps needed to put the guideline into practice, and make sure it is ready as soon as possible. Big, complex changes may take longer to implement, but some may be quick and easy to do. An action plan will help in both cases.
6. F For v or very big changes ery big changes include milestones and a business case, which will set out additional costs, savings and possible areas for disinvestment. A small project group could develop the action plan.
The group might include the guideline champion, a senior organisational sponsor, staff involved in the associated services, finance and information professionals.
7. Implement the action plan Implement the action plan with oversight from the lead and the project group. Big projects may also need project management support.
8. Re Review and monitor view and monitor how well the guideline is being implemented through the project group.
Share progress with those involved in making improvements, as well as relevant boards and local partners.
NICE provides a comprehensive programme of support and resources to maximise uptake and use of evidence and guidance. See our into practice pages for more information.
Also see Leng G, Moore V, Abraham S, editors (2014) Achieving high quality care -practical experience from NICE. Chichester: Wiley.
This guideline focuses on the specialist developmental support and surveillance needed for the early identification of developmental problems and disorders in children born preterm.
The proportion of babies born preterm in the UK, defined as birth before 37 weeks' gestation, has remained steady for several years at 7.4%. In 2014 this amounted to 48,985 from a total of 656,957
live births, of which 2438 (5% of preterm births and 0.4% of all births) were before 28 weeks' gestation.
Preterm birth is associated with an increased risk of developmental problems and disorders. These include developmental challenges, physical, sensory, cognitive and learning disorders, and emotional and behavioural problems. These may extend into adolescence and, in some cases, be lifelong. In particular, the risk and prevalence of impairments that affect educational attainment rise sharply in children born before 28 weeks' gestation. Although most major disorders are detectable in the first 2 years of life, several developmental disorders and problems, particularly those that have an impact on the child's ability to participate and on their educational attainment, may not be apparent until they are older.
This guideline aims to improve the identification of developmental problems and disorders in children born preterm by setting standards for follow-up. This is expected to improve outcomes for these children by reducing variation in follow-up and enabling benchmarking of neonatal care.
Developmental surveillance up to and at 2 years (corrected age) is recommended for identifying major problems and disorders. A later developmental assessment for children at high risk aims to identify problems that are more apparent at school age, with a view to supporting education plans for the child.
More information
To find out what NICE has said on topics related to this guideline, see our web pages on intrapartum care, postnatal care, cerebral palsy, spasticity, autism and mental health and wellbeing.
